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ABSTRACT 

fhe review summarizes research (1978-1989) on the 
medical needs of persons with mental retardation living in 
institutional and community settings. Specifically it addresses six 
questions: (1) do ment3aiy retarded persons in institutions have more 
serious medicaa needs than their commiinity counterparts? (2) when 
people with mentea retardation are moved into the community, does 
their health/medical status deteriorate? (3) does the community 
service system provide access to the medical care, resources, and 
support services needed by the current institutional population? (4) 
what medical care and services are needed by retarded persons 
currently in or potentiaaiy in the community? (5) what are the 
barriers to provision of community medic I services? (6) what can be 
done to improve community medicea care ai^d services for persons with 
mental retardation? Among conclusions are that prevalence of 
different medical conditions is compaurable for community residents or 
institutionalized persons; that persons in state institutions utilize 
service professionals more frequently than do individuals in the 
community; that people with mental retardation in the community 
appear, in general, to be receiving adequate medical and health 
services; and that the availability of medical care and support 
services in the community can prevent institutionalization. A taX>le 
compares the studies reviewed. Includes aUDout 50 references. (DB) 
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The deinstitutionalizaiion movement has led to major 
changes in the nature and foctis of the residential service 
delivery system for people with mental retardation and 
related conditions. Research indicates two trends: 
1) a decrease in the number of people who reside in large 
institutions, and 2) an increase in the number of persons 
who live in small, community-based facilities (White, Lakin, 
Wright, Hill, & Menke, 1989). As stales continue to 
depopulate their large public institutions, they are faced with 
the challenge of providing community services to persons 
who have severe cognitive impairments as well as allied 
medical conditions. 

Advocates of maintaining institutional settings contend 
that among these peculations tlicrc are significant numbers 
of individuals who require the 24-hour support and care that 
can be best provided in institutions. This opposition to dein- 
stitutionalization raises several questions: 

• Do persons who currently reside in mental retardation 
institutions have more serious medical needs than their 
counterparts who live in the community? 

• When people with mental retardation and related 
conditions are moved into the community, docs their 
health/medical status deteriorate? 

• Does the community service system provide access to 
the type and range of medical care, resources, and 
support services needed by the current institutional 
population? 

Many strong advocates of deinstitutionalization raise 
relcvent questions that reflect their perspective: 



• What medical care and services are needed to meet 
the health care needs of persons with nental retardation 
and medical conditions who arc already in the commu- 
nity and/or who could move into the community? 

• What arc the barriers to the provision of community 
medical care and services to persons who currently live 
in the community and/or could move into the commu- 
nity? 

• What can be done to improve community medical 
care and services for persons with mental retardation 
and related conditions? 

This brief seeks to address these six questions by suro- 
marizing available research on medical needs of persons 
with mental retardation living in institutional and commu- 
nity settings, the medical services available in both types of 
settings, and the resources and changes needed to provide 
quality medical care in community settings to persons with 
mental retardation and allied medical conditions. 



Research Selected for Review 



Relevant research for this review was initially identified 
by four basic means. First, a computer search was con- 
ducted of t^e Psychological Abstracts and ERIC databases 
from 1978 to 1989 using appropriate descriptors. Second, 
requests were made to all State Planning Councils, Univer- 
sity Affiliated Programs, and state directors of mental 
retardation programs for any related reports or studies that 
the agencies may have generated that addressed the six 
questions. In addition, the "ancestry approach" was used to 
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identify other studies from the reference lists of previously 
identified studies. FiD'diy, a manual review was conducted 
of all articles published in 27 journals from 1978 to 1989. 

Over 60 studies and repons were identified and 
screened. Of those, 46 met the criteria for inclusion in this 
review by fulfilling one or more of the following: 

• £)escribed the medical conditions, levels of care 
needed, and health related outcomes of groups of indi- 
viduals who lived in institutional and/or community 
scuings. 

• Compared the medical conditions, levels of care 
needed, and health related outcomes of persons who 
lived in institutions to those characteristics for their 
counterparts who had been nr>oved to the community. 

• Identified types of medical care and services needed 
to retain persons with mental retardation and medical 
needs in the community. 

• Identified barriers that inhibit the provision of com- 
munity-based medical caxe and services. 

• Provided recommendations for improving the commu- 
nity medical care and related health services. 



Key Findings: Overview 



The available research docs not clearly support one type 
of residential setting as superior to the others from a health 
and health care perspective. It also does not support the 
view that populations within the same '^^neral types of 
scuings arc homogeneous in terms of health needs and 
conditions. The studies reveal that there arc persons with 
varying degrees of needs for medical care - from routine to 
24-hour - living in the community and also in institutions, 
that there are persons who are experiencing good health in 
both types of settings, and thai there are people having 
difficulty with their health in loth types of settings. 

The research provides clearer answers to the questions 
about the medical care and services needed to maintain 
persons with mental retardation and related health condi- 
tions in the commtsnity, and about removal of barriers to 
provision of those services. It identifies a number of 
specific charjcleristics of medical service systems that can 
enhance or hinder the community living of persons with 
mental retardation and medical (K-oblems. 

The major findings of the research review in relation to 
the six questions raised in this brief are as follows: 
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■ Question #1: Do persons who currently reside in 
mental retardation institutions have more serious 
medical needs than their counterparts who Uve in the 
community? 

Yes. The majority of the studies found that persons living 
in an institutional setting had more severe disabilities and 
moic niedical problems than their counterparts who moved 
to the community. However, two studies found individuals 
who resided in the community were fairly comparable to 
their peers who lived in an institutional setting. In addition, 
there was only a small number of individuals who lived in 
both institutions and conununity facilities who needed rapid 
access to medical care or 24-hour medical care. 



■ Question #2: When people with mental retardation 
and related conditions are moved into the community, 
does their health/medical status deteriorate? 

No. The majority of studies noted positive health related 
outcomes of individuals who were deinstitutionalized. In 
fdct, one study found that many previously unrecognized 
medical conditions that were present while individuals lived 
in institutions were identified when they moved into the 
community. Other studies found positive health related 
outcomes for residents of both community and institutional 
settings. 

■ Question #3: Does the community service system 
provide access to the types and range of medical care, re- 
sources, and support services needed by the current in- 
stitutional population? 

The findings did not directly answer this question. How- 
ever, there are people who currently live in the community 
who have the same type of medical conditions as those who 
reside in institutions and who have rapid access to medical 
care or 24-hour medical care. These findings suggest that it 
is possible for the community to serve people with signifi- 
cant health problems who currently live in institutions. 



■ Question #4: What medical care and services are 
needed to meet the health care needs of persons with 
mental retardation and medical conditions who are 
already tn the community and/or those who could move 
into the community? 

Various studies suggested a need for an accesrible organ- 
ized systen of primary care available in the imncdiaie com- 
munity; ongoing primary and specialty pliysicians ic 
provide continuity of care and medical management; 
effective case management; interagency service coordina- 
tion; home health care and services; accessible medical 



suppofts, such as on-call and 24-hour nursing; additional 
trained direct care staff; and transitional group homes for 
short term medical care and stabilization. 

■ Question #5: What are Ihe barriers lo provision of 
community medical care and services to persons who 
currently live in the community and/or could move into 
the community? 

Studies identifled four categories ot barriers: disincentives 
toward support of this population in community residences; 
problems related to the funding and payment of medical 
care and services; inadequate training and knowledge on the 
pan of physicians about persons with mental retardation, 
and a lack of health care information shared with direct care 
providers caring for persons with more complex medical 
needs; and geographic barriers in the form of inaccessible or 
unavailable medical care and services due to location. 



■ Question #6: What can be done to improve commu- 
nity medical care and services for persons nith mentpi 
retardation and related conditions? 

The majority of studies recommended additional training 
and education for medical personnel and direct care provid- 
ers. Other studies cited the need for certain additional 
medical services, supports, and resources. In addition, 
others suggested either improved interprofession and 
interagency coordination, or ongoing monitoring of medical 
needs and health conditions by health professionals. 



Key Findings: In-Depth 



In this section, the research findings will be discussed 
in greater detail. Further information on specific studies can 
be found in Table 1 and Table 2 on pages 8-21. Table 1 lists 
descriptive studies and Table 2 lists the comparative studies. 
The key findings i.i this section are presented under the fol- 
lowing categories: 

• Populations Studied 

• Medical Conditions 

• Levels of Care Needed 

• Health Related Outcomes 

• Medical Care and Services Needed to Maintain 
Persons in the Community 

• Barriers to the Provision of Community Medical 
Care and Services 

• Recommendations for Improving Community 
Medical Care and Services 

O 
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■ Populations Studied 

The different population samples examined in the 
descriptive and comparative studies reviewed were identi- 
fied as follows: 

• Subjects lived in institutions or the community, but were 
described as one group (Brown, 1989; Conwy, Feinstein, & 
Lemanowicz, 1988: Tiring, 1987), 

• All of the residents lived in institutions, but were recom- 
mended for community placement (Minihan, 1986; Vitello, 
Atthowe, & Cadwell, 1983). 

• Subjects lived in a specific t>'pe of community residence 
(McDonald, 1985; Springer, 1987), 

• Residents lived in several community settings, but were 
described as one group (Feinstein, Lemanowicz, Spreat, & 
Conroy, 1986; Gollay, Freedman, Wyngaarden, & Kurtz, 
1978), or as several separate groups (Hill, Lakin, Bruininks, 
Amado, Anderson, & Copher, 1989) 

• Subjects moved to the community and were compared to 
their counterparts who remained in institutions (Bradley, 
Conroy,Vovert, & Feinstein, 1986; Conroy & Bradley, 
1985; Landesman-Dwyer <6 Sulzbacher, 1981; Mallory & 
llerrick, 1987; Seltzer & Krauss, 1984). 

• People who lived in an institutional setting were comi^ved 
to thos.^ who lived in the community (Brown, 1989; Eyman, 
Borthwlck-Duffy, Call, & White. 1988; Hill & Bruininks, 
1981; Jacobson & Janicki, 1985; Jacobson & Schwartz, 
1983; Krauss & Seltzer, 1986; Lakin, Anderson, Hill, 
Bruininks, & Wright, in press; Schor, Smalky, & Neff, 1981; 
Silverman, Silver, Lubin, Zigman, Janicki, & Jacobson, 
1987), 

In addition to identifying subjects according to the 
types of settings they lived in at the time of the studies, a 
few reports classified subjects according to previous resi- 
dential backgrounds. Seven studies were of individuals who 
lived in community or institutional settings, with "some" of 
the community residents deinstitutionalized (Bradley et ai, 
1986; Conroy & Bradley, 1985; Landesman-Dwyer & 
Sulzbacher, 1981; Mallory & Herrick, 1987; Schor et ai, 
1981; Seltzer & Krauss, 1984; Tiring, 1987), In four other 
studies, all of the subjects lived in the community and all 
were deinstitutionalized (Feinstein et al„ 1986; Gollay et 
ai, 1978; McDonald, 1985; Springer, 1987), 



■ Medical Conditions 

The majority of studies found that persons living in an 
institutional setting had more severe disabilities (Jacobson 
& Schwartz, 1983) and had more medical problems 
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(Eyman et aL 1988; Mallory & Herrick. 1987: Seltzer & 
Krauss, 1984) than iheir counterparts who moved to the 
community. The medical problems that were most numer- 
ous included seizures (Bradley et at,. 1986: Brown. 1989: 
Hill A Bruininks, 1981: Jacobson & Schwartz, 1983), 
gastro-intcslinal illnesses (Brown, 1989), muscle atrophy/ 
contractures, respiratory problems, and back problems 
(Lakin et aL, in press). However, two studies found more 
medical problems, such as seizures (Schor et al., 1981 ) and 
musculoskeletal conditions (Jacobson & Janicki, 1985), 
among ;jeople in community residences than among their 
peers in instiUitions. 

The percentages of residents who had one or more 
chronic medical conditions varied across studies. For 
example, 99% of clients in an institution who were wailing 
for community placement had at least one chronic medical 
condition (Minhan, 1986), while approximately 68% to 79% 
of community residents had no serious medical problems 
(Bradley et aL 1986: Feinstein et aL, 1986), Yet, 
aK)roximately 30% of all residents in a national sample of 
small group homes, ICFs/MR, and foster homes had one or 
more medical problems (Hillet al., 1989), Another study 
found 22% of individuals who lived in both community and 
institutional settings were reportedly free from substantial 
medical problems (Brown, 1989), 

Approximately 46% of people who lived in an institu- 
tion and who were recommended for community placement 
took seizure medications (Minihan, 1986), while 1 1% to 
44% of the peq)le who Hvcd in the community experienced 
seizures (Bradley et aL, 1986: Feinstein et aL, 1986: Gollay 
et aL. 1978: Hill et al., 1989: McDonald, 1985: Springer, 
1987), The occurrence of an active seizure disorder or 
receiving seizure medications among people located in both 
institutional and community settings ranged from 14% to 
21 % (Brown, 1989: Conroy et al„ 1988: Ziring, 1987). 
Other studies found individuals who resided in the commu- 
nity were fairly comparable in seizure activity to their peers 
who lived in an institutional setting (Silverman et aL, 1987). 
For example, the level of seizure activity was similar among 
individuals who moved to the community and those who 
either remained in or who were returned to an institution 
(Landesman-Dwyer & Sulzbacher, 1981). 



■ Level of Care Needed 

There were mixed findings related to the level and type 
of medical care needs. In one study, eight percent of indi- 
viduals who were institutionalized and recommended for 
community placement needed only routine medical care, 
witii approximately two-thirds of the individuals ralcd as 
requiring regular specialty medical care (Minihun. 1986). In 
contrast, anotlter study reported that individuals targeted for 
deinstitutionalization and others who were recommended 
for continued institutional placement were both rated as 



needing only routine physician care (Vitello et al., 1983). 

Several of the studies indicated that persons in institu- 
tions, public residential facilities, and a skilled nursing 
facility utilized medical services more than persons in 
community residences or their natural homes (Hill & 
Bruininks, 1981; Krauss & Seltzer, 1986; Lakin et al., in 
press: Seltzer A Krauss, 1984; Silverman et al., 1987). 

Children who remained in an institution had greater 
medical care needs than did the children who returned to 
their families or to community residences. The children 
who were recommended for community placements had a 
higher need for on-call medical slices than childien who 
were already living in the community (Seltzer & Krauss, 
1934). However, otherauthors indicated that 70% of the 
children who moved into the community during the latter 
years of their suidy had at least one medical condition 
(Mallory & Herrirk, 1987). 

It appears that only a small number of individuals who 
lived in institutions and in conununity facilities had medical 
needs so extensive they they needed rapid access to medical 
care or 24-hour medical care. One study found that 7% of 
the subjects needed rapid access to medical care and 2% 
needed 24-hour medical care fConroyer a/.. 795S>. Another 
indicated that 5% of the subjects were "medically fragile'' 
and thus needed intensive medical services (Brow^, 1989). 
One study which included persons with mental retardation 
who were specifically identified as having extensive 
medical conditions found only 4% of these individuals to be 
ventilator dq)endent (Woodsmall, 1987). 

There was a smaller number of people who lived in 
community residences and who needed rapid access to 
medical care. According to one study, approximately 2% of 
the individuals who lived in community residences needed 
rapid access to medical care and 1% or less required 24- 
hour medical personnel (Bradley et al., 1986). 



■ Health Related Outcomes 

The health related outcomes for persons who resided in 
both community and institutional settings were positive. 
The majority of people received an appropriate frequency of 
medical checkups and were in good health (Conroy et al., 
1988). Persons with the most extensive medical conditions 
were judged as receiving "excellent to adequate" medical 
care, with the group homes rated as providing the highest 
quality of care (WoodsmalL 1987). Only a small percentage 
of individuals in community residences and institutions 
were in need of additional medical care and health related 
specialty services (Hill et al., 1989; WoodsmalL 19S7). 

Researchers found no statistically significant differ- 
ences between persons in institutions, community resi- 
dences, foster homes, and large private residential facilities 
with respect to hospitalizations and health related limitations 
(Lakin et aL, in pres.s). Another study documented that 



individuals who resided in a community residence and in a 
skilled nursing facility had similar frequencies of general 
infections, but that the community residents were more 
likely U) have ear infections, gasiro-intestinal, and urinary 
problems (Silverman et al., 1987), 

The health related outcomes of individuals who were 
deinstitutionalized were positive. Their health was stable 9 
and 18 months after their community placement (Feinstein 
et ai, 1986), Other positive outcomes, such as obtaining 
diagnoses for previously unrecognized medical conditions, 
avoiding long-term reinstitutionalization due to medical 
reasons, and having low lates of acute illnesses were 
documented either after persons with mental retardation 
were deinstitutionalized (McDonald, 1985; Schoret al,» 
1981), or after they utilized a community medical service 
program (Tiring, 1987). However, one suidy found compa- 
rable levels of unmet medical needs in persons who re- 
mained in community residences and in their peers who 
returned to an instiuition (Gollayet al., 1978). 

Other studies found persons who moved from a state 
institution to community residences were reportedly using 
the Medicaid and Medicare systems effectively with no 
changes in their general health indicators noted following 
community placement, and that few individuals had 
difficulties acquMng needed medical care in the community 
(Conroy & Bralley, 1985). Although approximately 3 1' i 
of the children followed were returned to the institution after 
their flrst community placement, having serious medical 
needs was infrequently reported as the reason for reinstitu- 
tionalization (Mallory & Herrick, 1987). 

Several studies indicated that persons who resided in 
the community had greater unmet medical service needs 
than did contrast groups of individuals who lived in institu- 
tions (Jacobson & ^anicki, 1985; Krauss & Seltzer, 1986). 
For example. 10% of a group of persons with severe and 
profound mental retardation who returned to an institution 
reportedly did so because their caregivers could not ade- 
quately care for their medical needs (Landesman- Dwyer & 
Sulzbacher, 1981). Some of the obstacles to the continued 
community placement were related to the presence of 
medical problems. Specifically, residents who were 
perceived to have obsti, *Ies to continued group home 
placement had more unmet healii) needs than did pei'sons 
with stable placements (Jacobson & Schwartz, 1983). 



■ Medical Care and Services Needed to 
Maintain Persons in the Community 

Fifteen studies cited the type of medical care and 
services needed to retain people with mental retardation and 
medical needs in the community. Services cited included an 
organized system of primary medical care available in die 
immediate community on a routine and emergency basis 
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(Master, 1987; McGee & Menolascino, 1989; Racino & ' 
Walker, 1988; Rucker, 1987), ongoing primary and spe- 
cialty physicians to provide continuity of care (Burwell, 
1988), and medical management (McDonald, 1985). Other 
services identified were specialty services in reasonable 
geognq)hic proximity (McDonald, 1985), accessible comu- 
nity-based health care centers (Paget & Whitling, 1987), 
coordinated home health care (University Affiliated Pro- 
gram-University of Medicine & Dentistry of New Jersey- 
Robert Wood Johnson Medical School & New Jersey 
Developmental Disabilities Council [UAP], 1986), clinical 
ther^ists and services (UAP, 1986; Taylor, Racino, Knoll, 
& Lufiyya, 1987), and accessible medical supports such as 
on call and 24-hour nursing (McGee & Menolascino, 1989; 
Shoulu, 1986; Taylor et al., 1987). 

Additional related health care supports and services 
suggested were the provision and maintenance of special- 
ized medical equipment and supplies (Bogdan, 1986; 
Brown, 1989; Racino & Walker, 1988; UAP, 1986; Taylor 
et. al, 1987), effective case management, interagency 
service coordination, and funding support for families 
providing home care for family members with medical 
needs (Department of Health and Rehabilitative Services, 
1988). Finally, additional trained direct care staSf (Bogdan, 
1986; Minihan, 1986; Shoultz, 1986), transitional group 
homes for short term medical care and stabilization (McGee 
& Menolascino, 1989), and home health care and services 
such as health care aides, home modifications, and respite 
care (Bogdan, 1986; Brown, 198); Department of Health 
and Rehabilitative Services, 1988; McGee & Menolascino, 
1989; Racino & Walker, 1988; Shoultz, 1986: Walker, 
1988) were also identified as necessary to support these 
individuals in the community. 

■ Barriers to the Provision of Community 
Medical Care and Services 

Fifteen suidies identified barriers that '.nicrfere with the 
delivery of community-based medical care. The first 
category of barriers includes initial disincentives toward the 
support of this population in community residences. 
Primary among these disincentives are inadequate per diem 
rates and budgets to cover the level of care/scrvice required 
(Burwell, 1988; Legislative Audit Bureau, 1989), As a 
result, there is an inadequate supply of foster and small 
group homes equipped to care for persons with more 
complex medical conditions (Department of Health and Re- 
habilitative Services, 1988; Woodsmall, 1987). 

Problems related to the funding and actual payment of 
medical care and services are the second category of 
barriers. Problems included the limited availability of 
funding for in-home support services (Walker, 1988) and 
medical support services that may not be covered by private 
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insurance companies (Walker, 1988) or under the regular 
Medicaid program (Burwell, 1988). In addition, the 
Medicaid fee structure, inefficient payment mechanisms, 
and delays in Medicaid reimbursements were suggested to 
be potential disincentives for some physicians to provide 
care (Bradley ei ai, 1986; Garrard, 1982; Master, 1987; 
Schor et al„ 1981; Woo<L;rtall, 1987; Ziring, 1987). 

The third group of barriers are related to inadequate 
community medical caie and services. Specifically, some 
physicians lack formal training related to persons with 
mental retardation (Buehler, Menolascino, ^ Stark, 1986; 
Dworkin, Shonkoff, teuton, & Levine, 19^9; Thomas, 
1986), There is also a limited exchange of information 
between professionals in the developmental disabilities and 
health care fields, and direct care providers at times lack 
information needed to care for persons with more complex 
medical needs (Shoultz & Racino, 1988), 

The fourth category was unavailable or inaccessible 
medical care and services due to either geographic location 
(Bue flier et ai, 1986; Department ( ^ Health and Rehabilita- 
tive Services, 1988), or poor coordination of community 
healihczTQ (Woodsman, 1987), For example, it was 
difficult to obtain generic health care for some persons who 
had Medicaid waivers (Burwell, 1988), It was suggested 
that some medical service providers may be hesitant to 
provide care due to a lack of experience with persons with 
mental retardation (Duehler et al„ 1986; Garrard, 1982; 
Minihan, 1986), 



■ Recominendations for Improving 
Community Medical Care and Services 

Approximately half of the studies and reports cited 
recommendations to improve community medical care and 
services for persons with mental retardation. Sixteen 
recommendalions were identified and categorized 
into five areas. 

The first area focused on increasing resources. These 
recommendations included the development of u^nsitional 
care homes (Department of Health and Rehabilitative 
Services, 1988), pools of trained in-home care providers 
(Walker, 1988), and increased support services such as 
physical therapy (Woodsmall, 1987), Additional recom- 
mendations included the provision of funding suppOiis to 
enable persons with medical needs to either live with their 
families or in typical community residences (Department of 
Health and Rehabilitative Service^. 1988; Racino & Walker, 
1988; Shoultz & Racino, 1988), sufficient respite care, 
medical care, and other medical support services to families 
(Department of Health and Rehabilitative Services, 1988), 

The second area included additional training and 
education for both medxal personnel (Buehler et ai, 1986; 
Dworkin et ai, 1979; Shoultz & Racino, 1988; Thomas, 



1986) and direct care providers (Brown, 1989; Department 
of Health and Rehabilitative Services, 1988; Latin, Hill, 
Bruininks, A White, 1986; McGee & Menolascino, 1989; 
Paget Ji Whitling, 1978; Perotti & Spongier, 1983; Racino 
& Walker, 1988; Shoultz & Racino, 1988; Taylor et ai, 
1987; Tiring, 1987), 

Improved interdisciplinary and interagency coordina* 
tion of servkes was the third area of recommendations. 
Specifically^ improved collaboration between professionals 
in the developmental disabilities and medical/health care 
fields (Racino & Walker, 1988; Woodsmall, 1987), 
Moreover, improved coordination between community 
residences and school/vocational programs (Perotti A 
Spangler, 1983} and case management services (Department 
of Health and Rehabilitative Services, 1988) was also 
recommended. 

Tiie need for ongoing monitoring of the medical needs 
and health conditions of this population was stressed as the 
fourth area* The use of primary care physicians to supervise 
individual care and to coordinate needed specialty care 
(Minihan, 1986; Woodsmall, 1987) and more thorough 
monitoring by medical and health care professionals were 
offered as means to improve the medical care for these 
individuals (Woodsmall, 1987), Routine monitoring of the 
medical conditions and health status of persons with mental 
retardation and annual assessments to identify potential 
health concerns were also suggested (Bradley et al„ 1986; 
Feinstein et ai, 1986), 

The final set of recommendations conceuied the need 
for additional medical services and supports, including 
additional generic and specialty medical care (Gollay et al„ 
1978; Hill et ai, 1989; Jacobson & Janicti, 1985; Justice, 
Bradley, & O'Connor, 1971; Krauss & Seltzer, 1986; 
Rucker, 1987); increased nursing, occupational, and 
physical therapy services (Gollay et al„ 1978; Jacobson & 
Janicki, 1985; Woodsmall, 1987); and greater physician 
monitoring and equipment, especially for family-like and 
small group homes (Woodsmall, 1987) , 



Conclusions 



Although the prevalence rates of different medical con- 
ditions seen in individuals in both community residences 
and institutions varied across studies, these two groups were 
comparable in terms of existing medical conditions. How- 
ever, there were specific instances where persons in 
institutions who were targeted for community placement 
had greater medical impairments than persons who have 
moved frcm those institutions into community residences. 
These findings seem to reflect the practice of "creaming" 
where individuals with more mild impairments are at times 



moved into community placements before other individuals 
who have more severe impairments. 

Persons who reside in state institutions utilize service 
professionals, such as doctors, nurses, and other therapy 
providers, more frequently than do individuals who live in 
the community. Whether the medical conditions of persons 
who reside in institutions are more serious, and thus require 
more frequent medical care and monitoring, than are the 
medical conditions of their peers who live in the community 
remains unclear. Researchers have suggested that the higher 
medical service use by individuals in institutions may be 
related to "administrative procedures** (Silverman et aL 
1987) or due to the service delivery model utilized in 
those facilities (Lakin et al,, in press). However, a conclu- 
sive determination of the precise factors responsible for this 
higher service use has not been made a! this time. 

People with mental retardation who reside in the com- 
munity appear to be receiving adequate medical care and 
related health services. However, medical service shortages 
have been documented for some persons with mental 
retardation who reside both in community and institutional 
settings, (e.g., need for medical care and specialty services), 
with persons in the community at times having more unmet 
medical needs. 

The types and range of medical care and services that 
are needed to support persons with mental retardation and 
medical needs within the community appear to be similar to 
the caie and services that persons without handicaps might 
require. However, additional related supports such as case 
management services and funding for specific medical 
services and supports will also be required to assist indi- 
viduals with mental retardation and medical problems to 
access and receive adequate r.icdical care within the com- 
munity.. 

A variety of barriers have been cited which may affect 
the quality of the medical and related services and, as a 
result, threaten the maintenance of this population in typical 
community homes. Additional education and training (for 
both medical personnel and direct care providers) and 
improved case management services and inter-agency 
coordination have been suggested to both improve and 
facilitate the delivery and monitoring of the medical caie 
and services provided to these individuals. 

A key factor that will influence whether the health of 
persons with mental retardation who live in community- 
based residences can be maintained, if not improved, after 
deinstitutionalization is the range and quality of medical 
care and support services that are made available to them. 
Movement into more restrictive residential placements can 
be decreased if support services are made available 
(Polivka, Marvin, Brown^ & Polivka, 1979). Therefore, the 
funding and provision of medical care and related support 
services to facilitate the initial placement and continued 
maintenance of persons witli mental retardation and medical 
^^'^nditions in community residences are needed. 



The presence of medical conditions has been cited as a 
rationale for the continued institutionalization of some indi- 
viduals with mental retardation. Re-admlssions to institu- 
tions in some cases have been due to medical and health 
problems (Jacobson dc Schwartz, 1983: Landesman- 
Dwyer & Sidzbacher, 1931 ; Pagel & Whitling, 1978). 
However it has been asserted that the "delivery of good 
health care to developmentally disabled people is a medical, 
not residential, issue"* (Bruininks, Hill, Lakin, & White, 
1985, p.91). It is cle^, as some of the studies reviewed in 
this report document that persons with significant medical 
complications can be placed and maintained in more 
normalized community settings given ^propriate service 
supports. However, there remain significant medical barriers 
to community access for some indivdiuals who have 
complex medical problems. Within the available research 
there is, though, ample documentation that medical supports 
can be and are being provided to enable many people with 
extremely complex medical needs to live in community 
sertings. A major challenge in continuing to make a place in 
our communities for all persons with mental retardation and 
lelated conditions will be to learn from and build on 
experiences of these individuals and the persons who meet 
their medical needs on a daily basis. 
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Tablet 

IV^edical Conditions, Level of Care Needed, and 

Hiialth Related Outcomes of Persons with Mental Retardation 



Bradley. Conroy, NH NH=149 Adults & Children Community residences 

Covert, AFeinstcin PA PA=1,049 (type not specified) 

(1986) f 



Brown (1989) 



NY 



47,000 



Adults k Children 



Institution 

Community residences (type 
not Specified) 
FamHy eve home 
ICF/MR 

Day training^yrivate schools 



Conioy, Feinstein, 8r. 
Lemanowicz (1988) 



1344 



Adults & Children 



Institution 
Long term care 
Group home 

Natural family/family like 



Feinstein, 

Lemanowicz, Spreat, 
&Conroy(1986) 



LA 



258 



Adults 



ICF/MR 
Group home 

Private residential facility 
Foster home 



a. 158 

(measured 9 
months after 
placement) 



Gollay, Freedman, 
Wyngaardcn, & Kurtz 
(1978) 



b. lOKmeas- 
ured 9 and 18 
months after 
plimnent) 



Natl 



440 



Adults & Children 



Namral family 
Foster home 
Group home 

Semi-independent/independent 
living 



tumAltml Cimditkiiia Profit LtvH of Care Netded Health Related Outcomes 

Active seizure disorder - approx. 15% NH PA • Not specifically addressed 

I* No serious medical needs: • Need visiting nurse or 34% 19% 

[WI^3% PA=79% regular doctor visits 

L • Have conditions that r^uire 2% 2% 

rapid access to medical care 
•Need 24-hour medical care 1% 02% 

^ . 



•Seizure in last year - 14% 

: • No reported medical conditions - 10% 

Free from substantial medical problems 
^22% 

'• Cardiovascular and gastrointestinal 
-iMxiditions accounted for the largest 
l^upa of reported medical conditions. 


• 5% were called **medically fragile**. Hiey had 
multiple medical conditions and ne^^^ 
intensive medical interventions 


• Not specifically addressed 


'• Active seizure disorder - 17% 


• Have life threatening condition that requires 
rapid access to medical care - 7% 

• Would not survive without 24-hour medical 
personnel - 2% 


• Hie class members had seen a 
physician for a g^ neral medical checki^ 
an average of 6.4 months earlier. It was 
reported that it is clear that class 
members are receiving medical check- 
ups with q)propriate frequency** ( p.27) 
and were generally **tn good health** 
(p.25). 


;• Current seizures - 14% 
;• Seizures in past 6 months - 12% 
Good health status - 37% 


• Intermittent medical problems - 18% 

• Chronic ongoing problems - 46% 


• Not specifically addressed. 


^ • No serious medical needs - 76% 

; • Not specifically addressed 




• Need visiting nurse or routine doctor visi:*: - 
21% 

• Have life threatening condition that requires 
immediate access to medical facilities - 3% 

• Medical needs were reported to be **reasonably 
similar** to persons without mental retardation. 

• Not specifically addressed. 


• The health sums of individuals 
remained stable after placement. At 10 
months after placement only 14% of the 
individuals had required some type of 
hospital care (in the previous 4 weeks). 

• The residents remained '*healthy and 
on the average require no more medical 
attention than a person who is not 
labeled handicapped** (p.59) 


• ^lepsy. 12% 

i 0 
^ ERJC 


• Medical care received at least weekly - 3% 

• Medical care received monthly to yearly - 90% 

9 10 


• Only 1% of the individuals were 
reported as needing but not receiving 
medical care. 

• Individuals who returned to the 

m titution and those who remained in 
cummunity residences had comparable 
levels of unmet medical service needs. 

• 91% of family respondents (N:=384) 
reported tha; :ncsting their family mem- 
hm medical needs was not a problem. 



Table 1 (cont) 



Author mate«^ 

HilUUIdn, 
Biutiunki, Amado, 
Anderson ft Copher 
(1989) 



State Numbgr 
Natl 336 



Adults A Children 



Foster home 
ICF/MR 
Group home 



BofvterUnc/l^, 
Moderate 
Severe 
IVofound 



Lakin, Jaskulsld, 
Hni, Bnimniks, 
Menke, White, ft 
Wright (1989) 



Natl 3,618 



AduIuftChOdren 



bsdtutson 
Foster home 
ICF/MR 
Groi^home 
Seoii-indfpendent living 



BocderUne/MOd 
Moderate 
Severe 
Ptofound 



McDonald (1985) 



NY 



27 



AdulU ft Children 



ICF/MR 



BonteriiiMi/Mikl: 
Moderate 
Severe 
Profound 



Minihan (1986) 



MA 229 



Adults ft Children 



Institution (sdi duled or 
projected for communis 
placemou) 



Not^wdGed 



;er|c 



10 



a 




^.i^pfKOXlmaidy 27% of all residents 
^^mgt Ttpoffted to have qMlepcy with no 
^ipuficaM difiermes rnofif the 
^widcnli of the diffarait midcnce types. 
^ApproxiittMdy 30% of ill residenu 
^ one or more medicai piobkms. 
ythc totil percentage of residcnu with 
:|nitatkNU due to health problems was 
iffKOXimaldy Ae same in foster and 
'froup hornet (12%-17%) and s!I^dy 

in ICFs/MR (1 1%*27%). 
.^Ilie following medical conditions were 
peaent: infections/jparasttes (< 2%); 
^tmtoxTinaiy problems (< 3%); 
digestion (< 52%); nervous system 
- (ft 4.4%); ctrctdadon and endocrine/ 
jnetabolism (< 15%); respiration 
(< 8.8%); and musculoskeletal and skin/ 
^nbcutis(<9.4%). 



UYclftfCirtNtttlgil 

• The total percentage of residents needdig 
we^y 10 less than monthly medical C4ire was 
approximately the same in foster and group 
homes (23%>33%) but slighUy higher in ICFs/ 
MR(23%-40%). 



HMhhB#latodQutfQi 



• Less dian 1% of the residenu ^A^iose 
medical care use wu rqxNied had noi 
seen a physician in it vevious ye«. 

• The majority of caregivers rqiorted 
that di^ were *Veiy satisfied** or **qttite 
satisfied** with the quali^ of medical 
ove provided to the rei' ''tnuofdietr 
facilides. 

• Additional medical specialist seivices 
were rqxmedly needed by 1.6% of the 
facility residents. 



Residence size: 3-lSbcds beds 



^^Circulatory 


112% 


103% 


t*A)rthritis/ 


5.1% 


4.4% 


^ rhc«matism 






• tXabetes 


2.0% 


10% 


•Obesity 


15.1% 


12.4% 



• Not specifically adJrcssod. 



• Not specifically addressed. 



» Current seizures - 1 1.1% 
»Mt>scubskektal (scoliosis) * 70% 
•KesfHratory (frequent infections) * 
25.9% 

• Cardiovascular (heart murmur) - 

n.1% 

» Gastrointesfnul (megacolon; 
ei(^)hagttis) - 14.8% 

• Sense organ (dirontc otids media) - 
37% 



• Several of the residences used 24-hour n^irsing 
services on site. 



• Residents were reported to be 
**flourishing** and **obtaining medical 
services in die commimity thst were 
previously unavailable to diun** 

(p. 176). 

• Community rcsidems wac reported to 
have a low incidence Oi acute illnesses 
and emergencies. 



•Neurological -57% 
:^Taktng seizure medications * 46% 
r^^'Canfiovascttlar * 23% 
iVPkdtnontiy/rcspintory - 7% 

• (MK>pedtc*54% 

• Endocrine* 11% 

• Gastrotntestinal * 22% 

• 99% of clienu had at least one chronic 
, medical condition. 



• 8% of the individuals were rated as needing 
solely primary physician care. 

• Approximately 2/3 of die persons were rated as 
needing specialist care on a regular basis 
(especially neurologists, orthopedists, and oph- 
thalmologisu). 



• Not specifically addressed. 
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Table 1, (cont.) 



Authgr^'gate) SMa Umbst Asfi Setting Lewi of Mir 

^ Springer (1987) MI 82 Adults A Chfldren Foster home Bciderlincflild 

Moderate 
Severe \^ 
Profound 



Woodsman (1987) FL 110 Adults & Chadrcn Instimdon Notspcdficd 

Natural family 

Hospiul 

Rehabilitation center 
Group home 



Vitello, Ailhowc, & 
Cadwcll(1983) 



NJ 



258 



Adults & Children 



Institution 

Institution (scheduled or 
projected for comn. jmity 
placement) 



Boiderline/Mild 
Moderate 
Severe 
Profound 



Ziring(1987) NJ 729 Adults & aildrcn Institution Not specified 

Supervised ^)artments 
Natural family 
Group home 



::ERLC 
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12 



iMgdical Conditiops Rrcsent 

f^; Seizures -44% 

Neurological (microcephaly) - 26% 
{eaccphalopaihy) ♦ 43% 
^' » Musculoskeleul (pandysis) - 27% 



Ltvel of Care Needed 
• Not speciHcally addre^s^Ai 



Health Related Outcomes 

• 91% of the 46 persons who were 
reassessed showed positive changes in^ 
weight, height, tricq> sktnfold thick- 
ness, dietary adequacy, and/or 
biocheimcaJ indices. Six residents 
(12%) showed positive changes in all 
five indices and ipproximatdy 15% 
showed negative changes in 1 to 5 
indices. 

• Authors concluded that the transfer of 
clients from institutions to foster homes 
did **not hive adverse effects on the 
health and nutritional status of most 
clients" (p. 327), 



: • 33% of the persons with medical 
problems were rated as being minimally 
. medically involved, 34% as moderately 
medicalty involved, and 33% as inten- 
: sivdy medically involved. Residents 
, assessed were part of a sample &om a 
- population of 600 clients identified as 
being extensively medically involved. 



• Only 4% of the individuals were ventilator 
dependent 

• Persons with the most intensive medical 
needs were served in all settings, but 
primarily in ICFs/MR. 



• Additioiul pnysical and occupational 
therapy was needed in all settings, but 
especially in family and group homes. 
Increased physician monitoring was 
needed primarily in the family and 
group homes. More j^ysician evalu- 
ation was needed in the residential 
habilitation centers. 

• It was reported that **in aU types of 
settings there appeared to be both 
excellent and adequate provision of 
care" (p. 45). 

• The highest quali^ of care was 
reported to be in the group homes that 
were examined. 



' No significant differences in the medical 
{: needs of persons referred for community 
placement and those recommended for 
continued institutionalization were 
reported. 



• No significant differences were found 
between the two groups of residents in 
terms of ratings regarding medical care 
needed. Both groups of residents were rated 
as requiring no more than regular physician 
care. 



* Not specifically addressed 



• Seizures - 21% 

• Cardiovascular (heart defects) - 14% 

• Immime/infectious (Hepatitis B) - 12% 
^ (of 390 residents who were tested) 



• Used a segregated service delivery model 



• None of the individuals have required 
long-term institutionalization for 
medical problems since the commuitity 
medical program started. In addition, 
"many previously undiagnosed condi- 
tions (were) identified" (p. 207). 
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Table 2 

Comparison of Medical Conditions, Level of Care Needed, and 
Health Related Outcomes of Persons with Mental Retardation 
Who Reside in Community Versus Institutional Settings 



Author (Dflte> gj^ifi 

Bradley, Conroy, 
Covert, & Feinstein 
(1986) 



Movers=164 
Staycrs=192 



Aye 

Adults & Children 



Setting 

Institution 

Community residences 
(type not speciHed) 



Level of Mtt 

Borderline/Mild 
Moderate 
Severe 
Profound 



Brown (1989) 



NY 



Community 
icsidents=1247 
Institution 
rfsidenls=672 



Adults & Children 



Institution 

Community residences 
(type not q)ecified) 
ICF/MR 

Family care home 



Borderiine/Kfild 
Moderate 
Severe 
Profound 



Conroy & Bradley 
(1985) 



PA 



Institution=l 154 Adults & Children 



Institution 



Borderline/Mild 
Moderate 
Severe 
Profound 



Movers=474 Adults & Children Community living arrangements Borderline/Mild 

(frpm original (type not specified) Moderate 

instit. popula- Severe 
^0") Profound 



D^rc!;!^^^^ Adults ^aildren J-titution Borderline^^ild 

rS^ Community residences Moderate 

(type not specified) Sc^crc 

Natural family Profound 

Foster home 

ICF/MR 

Skilled nursing home 
Health facility 




rf\ - 

iMctlkil Cgnditlons Present 

of the individuals who rcmainec. in 
i»titution had reported seizures as 
^voDmptred to 1 0% of the persons who 
nooved to community residences *. 



I^v^l of Care Needed 
• Not specifically addressed 



Hearth Related Qutgomes 
• Not specifically aodressed 



>• Average Developmental Disabilities 
iProfile Medical/Health Factor Score: 
^Ibttitution residents:^ A Communis 
|midents=6»0. Range: 0 (no problems) u> 32 
|(<1I measured healUi problems and conse- 
Iquences). 

Residents in institutions were reported as 
' having more frequent seizures and gastrcin- 
Cllestinal ilbiesses. 



» Not itpeciHcally addressed 



* Not specifically addressed 



^ • 33% of the subjects had a seizure history. 



• Less than 1% of the subjects had 
medical problems of a life-threatening 
nature. 



> Not specifically addressed 



> Not specifically addressed. 



• Not specifically addressed 



• The average number of duly 
medications prescribed to a subgroup 
of 207 of the movers declined after 
community placement , but medication 
reductions wae also noted for the 
stayers. 

• A few individuals who moved into the 
community had difficuUies acquiring 
needed medical care. 

• It was reported that the movers were 
"^for the most part, using the Medicaid 
and Medicare services systems 
efTectivdy** and **no change in general 
indicators of individual health foUow- 
ing placement has been seen** (p. 316). 



•The residents of skilled nursing facilities, 
^^;in$titutions, and health facilities more often 
|\ had one or more medical probelm./ (e.g., 
^.^;^asthma, diabetes, heart conditions) than did 
^|;jndWiduals who lived in their natural 
J; homes, foster homes, or other coramunity 

residences. 

ft" 



9: 
'i 

l^^lly significant at the p* <.01 level. 



* Not specifically addressed 
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• A comparison of the mortality rates 
(during 1981-84) indicated that the 
highest percentage of deaths (across all 
levels of mental retardation) occurred 
in skilled nursing facilities. 

• Non-mobility or being tube fed was 
the most ''stable and effective predictor 
of mortality** &r restdenu SO yt^ars of 
age and younger (p. 209). 

• Having major medical problems was 
determined to be the third predictor of 
mortality for the younger residents. 



Table 2 (cant.) 



Author m»trt 

Hni.&Bnuninks(1981) 



State Number 



Ntrt Community Adults A Children 
facing residents 
=965 

Public facility 
res]dentss953 



hstitution 

Community residences 
(type not specified) 



Bovdeilinc/Kfii^^ 
Moderate 
Severe ^ % 
Profound 



iacobson&Janicld NY 22,256 Adults & Children Institution Severe 

0^^^) Community residences Profound 

(type not specified) 



Jacobson & Schwartz 
(1983) 



NY 



Community 

(suble place- 

mcnts>s2,742 

Commtmity 

(at risk 

placements) 

=491 

Institut ' 
=3,092 



Adults & Children 



Group home 

Instiuition (recommended for 
community placement) 



Borderlin<?/MiId 
Moderate 
Severe 
Profound 



17 

16 



Mt,dlc.irn.dttlnn.l>r.«ei.t 

I: 



LcnlrfCircWttdttl 



' in list year 



^EoJocnne/ 
notritkma]/ 
^jnetaboUc 



Coinni. 


Pub.., 


Pub. 


Pub. 


* rUDllC IBClUQf rcf XKIllS WcfC II1QT6 lUOCiy 10 






(new 


(re- 


hive seen t physiciin in the ptst yt$t becaiwe 






aonut) 


admit) 


o£ ft cnnjiUv ncsiui proDicni iiuui Mininiiouij 


119% 


212% 


193% 


25.1% 


facili^ rssidents*^. 










• Residents who were re-admitted to a public 


1.8% 


3i% 


1.8% 


2.0% 


facili^ were more lil^y to have been treated 










by a irf^ician for a temporary iUness than were 










residents in the other ^ups "^"^ 


7.2% 


7.6% 


3.5% 


2.9% 




2.2% 


17% 


3.2% 


2i% 




2.5% 


3i% 


11% 


3.7% 





^>Digesuve 

|f Approximately 20% of the individuals in 
•ach residence giotip had oiie or more 
Imtonic health problems. 
If pniere were no statistically signiHcant 
|(iifrerences in the prevalence of any category 
^"of chronic health problons between the com* 
'^tnimity and putAtc residential facility 
residents. 



HgaMiRriated Outpom^a 

• Approximatdy 90% of all resident 
groups had a pl^ical examinaticm 
within the previous year. 





InstiL 


• Staff ratings indicated that 2/3 of the 


• 18% of the young firail community 


Scv Prof 


Sev Prof 


physically firail clients who were in institutions 


residents were in need of routine 


' 8% S% 


8% 3% 


could be served in conununity settings. 


medical services, as were 7% of the 


2% 4% 


2% 3% 


Physically firail residents had profound mental 


older firail community residenu. In 


3% 1% 


4% 1% 


retardation in combination with a chronic 


contrast, 1% of the yotmg firail and 2% 


2% 3% 


2% 2% 


physical/medical condition; sensory impair* 


of the older firail individuals who 


11% 22% 


9% 10% 


ment; or total dependence on others for eating. 


resided in institutions were in need of 






toileting, and dressing. 


similar services. 


Physically Frail(by age) 






Commr 


Instit 






0.21 22+ 


0-21 22+ 






^ 3% 2% 


0% 3% 






5% 6% 


3% 2% 






6% 3% 


4% 2% 






28% 30% 


11% 10% 







yi* Digestive 
Endocrine 
Respiratory 
Musculo- 
^ skeletal 



K IXgestive 
^Respiratory 
'Musculo- 
skeletal 



• The two groups of conunimity residents 
were similar in terms of incidence of 
||ihysical handicaps and had comparable 
^levels of epilepsy. The individuds in the 
^institutions who were projected for place- 
^ment in group homes more often had 
lliq^lepsy than did the community residenu. 

I 

kmc 



* Not specifically addressed 



* Statistically significant at the p=: <.01 level. 
**St^istically significant at the p=: <.0001 level. 



• Approximately 30% of the obstacles 
that threatened continued community 
placement were related to physical, 
medical, emotional, and behavioral 
problems of the residents. 

• 67% of the individuals in jeopardy of 
placement failure had one or more 
unmet health and therapy service needs 
as compared to 46% of the residents 
with stable placements. 
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Table2(coiit) 



Author fl)mf#^ 

Krauss ft Seltzer 
(1986) 



MA 



Community 
resk]ents=:219 
Institution 
residents:s866 



Adults 



Settlttf 
Ins^tuticA 

Community residences 
(type not ^)ec!Qed) 
Natural funily 
Foster home 
Skilled nursing facility 
Group home 



Moderate 

Severe 

Profound 



Lalda Anderson* Hill 
Bruininks, ft Wright 
(in press) 



Natl 370 



Adult elderly (63+ 
years) 



Institution 
Foster home 
Group home 

Large private facility (16+ 
beds) 



Borderline/MikI 
Moderate 
Severe 
Profound 



Landesman^Dwyer & 
Sulzbacher(198l) 



WA 



Movcrs=591 
Staycr5=l,815 



Adults ft Children 



a.Retumces=210 Adults ft Children 



Institution 
Natural family 
Foster home 
Group home 
Skilled nursing home 
Board and care home 

Institution 



Severe 
Profound 



Severe 
Profound 



Mallory ft Herrick 
(1987) 



NH Movcrs=68 
Staycrs=110 



Children 



18 



Institution 


Borderline/Mild 




Community residences 


Moderate 




(type not specified) 


Severe 




Natural family 


Profound 


Group home 






Foster home 




-*« 




































' :>*^ 


19 










'3, 















^JRenottt who resided in institutional 
^Mtingt had significamly more medical 
^Mds than did the conununity residents. 



UYclrfCarcWttdcd 

• Younger adults who were insdtutionalized 
received more medical services dian did the 
younger community residents and the older 
adultt who lived in either community resi- 
dences or in institutions, 
•hdsviduals in the institutions more often 
needed on-call medical support dian did 
persons in community residences. 



HMlthRrfattdOutgomM 

• Community residents (especially the 
younger individuals) ludmpre unmet 
medical needs than did penons who 
lived in the institutional settings. 



^ Residenu of state institutions had a 
jUgher pievalence of several health 

Uian did residents in the other 
ies. These inchided neurobgical. 
^lil^aratory, muscle atrophy/contractures, 
and hack problems. 




• Persoiu in srate institutions had a signifi- 
candy greater frequency of nurse and physician 
visits than df d residents in the other facili- 
tics.** 



• There were no significaitt differences 
between the residents of w different 
facility types in terms of number of 
hospitalizations in the put year on in 
**health rdated limitations** (p. 13). 



^« There were no significant di^erences 
between severity of seizures of the 
i piersons who remained in the institution 
and those individuals who moved to 
community residences. 



• Not specifically addressed 



• Not specifically addressed 



Persons who returned to the institution 
: from commuity placements were 
.comparable to persons who had lemained 
'in the institution in regards to level of 
^seizure activity. 



» Not specifically addressed 



• 10% of the residents rqx>rtedly 
returned due to inability of the care 
provider to care for their medkal 
conditions. 

• Approximately 5 1% of the residents 
were returned from nursing homes, 
however these individuals **did not 
i^ipear to have a substantial need for 
the specialized health provided in such 
facUities" (p. 189). 



> Rom 1970-1985. children who 
^remained in the institution were more 
^;1ikely to have one or more major medical 
^conditions (45^% of residents) which 
jroqutred frequent care than did children 
\jtiiio moved to the conununity (26.5% of 

feaidents). ♦ 

■ ,^70% of the children who moved to the 
rcommunity during 1982*85 had at least 
one major medical condition. 



» Not specifically addressed 



• 30.8% of children who moved to the 
community were returned to the 
instimtion from their first community 
placement 5% of the reasons for these 
returns were due to extreme medical 
needs. 



O "y significant at the <.05 level. 



** Sutistically signiHcuu at the p=: <.001 level. 
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TaMe2(cont) 



Sdior.Stnalky.&Neff 
(1981) 



SMtc Number 



MD 



Gmunufuty 
resklenUa48 
Institution 
resi(tentt=308 



Oiildren 



Stting 
Institutioa 

Community residence (type not 
specified) 



BoideiliM/Miut^ 
Moderate > 
Severe 

Phifbund * % 



Seltzer & Krtuss 
(1984) 



MA 



Movcrs=21 1 
Staycrs=540 



Children 



Institution 

Community residences 
(type not ^)ecified) 
Natural family 



Borderitne/Mild 
Moderate 
Severe 
Profound 



Silvermsn, Silver* 
Lubin, Zigman, 
Janicki, & Jacobson 
(1984) 



NY 



Community 

residems=:23 

SkiUed 

nursing 

facility resi- 

dcnis=115 



Adults & Children 



ICF/MR 

Skilled nursing facility 



Severe 
Profound 
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2 



.3 



JIttons Prtaal 



H#«Wi Mated Outcom^a 



^^1% of the community and 21 To of 
ituiion residents had t seizure 



1^ 



• Children received medical care within a 
segregated service delivery model 



• The ^equemy of acute care ;:n>bleins 
(eg. infections* ear aches) was greater 
for the communis group than in the 
general populatioit 

• Fourout often community residents 
receiving seizure medicatkm had die 
medication disoonUnued and diree 
others had dieir medication dosages 
increased to dierapeutic levels* 

• 51% of the chronic medical |)foblems 
that were identified by die residence 
medical suff had not been previously 
**recognized or managed" (p« S38)« 

• The annual number of ho^tal days 
for the entire community residents 
group averaged 23.6 days. 



Children who remained in the institution 
Lwere more likely to have a medical 
[condition than were children who moved 
[eidier to a community residence* or to 
[their natural homes.** 



• Giildren in the institutions were more likely 
to need on-call medical support and received a 
greater number of medkal services than did the 
individuals in community residences or those 
who lived with their families.* 



* Not specifically addressed 



•The community residents and skilled 
nursing residents did not have sutistically 
ijgnificant diffaences in respiratory 
^conditions, breathing difficulties, 
secretion proUems, and seizure incidence 
i the previous six months, 
y Similar combinations of musculo* 
skelcul, respiratory and seizure disorders 
were present in both groups. 
♦ Skilled nursing residents exr^cnced 
seizures on a less than daily basis. Com* 
launity residents were more likely to have 
ffaily seizures*** and were more likely to 
jiivc multiple types of seizures ♦*** 



• Comparable percentages of community 
residents versus skilled nursing residents 
received specialized medical cane one or more 
times during the survey period 

• The majority of skilled nursing facility 
residents saw primary physicians daily; 
community residents saw physicians on a less 
frequent basis. 



• Individuals in the i^^mall community 
residences and persons in the skilled 
nursing facility had comparable 
frequencies of infections. 

• Community residents were more 
likely to have ear infections, urinary 
and gastrointestinal problems. 

• Six of the skilled nursing facility 
residertts who moved to a conununity 
residence were surviving three years 
after placement 



f Sutistically significant at the 
;pe<.05 level. 

^,f* Statistically significant at the 
■ Jv ps<001 level. 

'f*^ Statistically signiflcant at the 
f}' ps<04 level 

^^■^ Statistically significant at the 
I p=<0008 level. 
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*Sutistically significant at the p= <.05 level. 
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